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ABSTRACT The purpose of this paper is to delve into the ethical aspects experienced by the healthcare team when
they receive the directive to limit therapeutic effort or a do-not-resuscitate order. From an interpretative, quali-
tative paradigm with a content analysis approach, a process based on three phases was conducted: pre-analysis in
which categories were identified, the projection of the analysis, and inductive analysis. During 2023, interviews were
conducted in the clinical setting of a high-complexity hospital in Chile with 56 members of the healthcare teams
from critical and emergency units, from which four categories emerged: a) the risk of violating patients’ rights by
using do-not-resuscitate orders and limiting therapeutic effort; b) the gap in the interpretation of the legal frame-
work addressing the care and attention of patients at the end of life or with terminal illnesses by the healthcare team;
c¢) ethical conflicts in end-of-life care; and d) efficient care versus holistic care in patients with terminal illness.
There are significant gaps in bioethics training and aspects of a good death in healthcare teams facing the directive
to limit therapeutic effort and not resuscitate. It is suggested to train personnel and work on a consensus guide to
address the ethical aspects of a good death.

PALABRAS CLAVES Do-Not-Resuscitate Order; End-of-Life Care; Bioethics; Health Personnel; Chile.

RESUMEN El propoésito de este trabajo es profundizar en los aspectos éticos que experimenta el equipo de salud
cuando reciben la indicacion de limitar el esfuerzo terapéutico o la orden de no reanimar. Desde un paradigma
interpretativo, cualitativo y con un enfoque de analisis de contenido, se realiz6 un proceso basado en tres fases:
preandlisis en el que se identificaron las categorias, la proyeccion del andlisis y el analisis inductivo. Durante 2023, se
realizaron entrevistas en el entorno clinico de un hospital de alta complejidad en Chile a 56 miembros de equipos de
salud de unidades criticas y urgencias, de las que emergieron cuatro categorias: a) riesgo de vulnerar los derechos de
los pacientes al utilizar la orden de no reanimar, y limitacion del esfuerzo terapéutico; b) brecha en la interpretacién
del marco legal que aborda la atencién y cuidado de pacientes al final de la vida, o con enfermedades terminales por
parte del equipo de salud; c) conflictos éticos de la atencién al final de la vida; y d) el cuidado eficiente o el cuidado
holistico en pacientes con enfermedad terminal. Existen brechas importantes en la formacién en bioética y aspectos
del buen morir en los equipos de salud que se enfrentan a la orden de limitar el esfuerzo terapéutico y no reanimar.
Se sugiere capacitar al personal, y trabajar una guia de consenso para abordar los aspectos éticos del buen morir.
KEYWORDS Orden de no Resucitar; Cuidado en el Final de la Vida; Bioética; Personal de Salud; Chile.
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INTRODUCTION

The various historical and social events that question
paternalistic care, as well as the risks and benefits of
new health technologies, have contributed to the devel-
opment of care bioethics. This has challenged the blind
faith in medicine, paving the way for a more reflective
society that demands greater responsibility from those
who practice it.® One of the most discussed cases re-
garding patient rights and the limitation of therapeu-
tic efforts was the request by the parents of Karen Ann
Quinlan in the United States in 1976. They opposed
keeping their daughter on a respirator to artificially
prolong her life while she was in a vegetative state, cre-
ating an ethical and legal conflict with the medical team
responsible for her treatment. The team was in favor of
maintaining respiratory support at all costs, as its with-
drawal was considered morally questionable by them.®
The judge ruled in favor of removing the respirator, and
Karen survived with signs of physical deterioration for
some time, with the help of enteral feeding and hydra-
tion. In response to this case, care ethics committees be-
gan to be established at the hospital level to contribute
to ethical deliberation, advise teams on ethical conflicts
in clinical practice, and avoid therapeutic obstinacy.>?

Along with the sustained advancement of technol-
ogy use in medicine and the increased life expectancy of
the population, discussions about the right to die with
dignity have also emerged, with significant sociocultural
nuances. This is mainly because end - of -life decisions are
influenced by family affiliation patterns, religious be-
liefs, and conceptions of death that vary across different
regions of the world. An example of this in the Western
world is the population’s avoidance of discussing death,
which has made it difficult to prepare healthcare profes-
sionals to adequately face the stage of anticipatory grief
with hospitalized patients suffering from serious ill-
nesses, and to manage the relationship between the dy-
ing person and their family. In this context, dying is not
only an experience shared by the healthcare team and
the patient but also a responsibility shared with the in-
stitution, family members, friends, religious figures,
and community groups. Follow-up studies on the care
of dying patients conducted by Kiibler Ross described
that the team responsible for these patients’ care pri-
marily focused on physical and medical care. However,
dying individuals spent long periods alone, as the team
avoided psychosocial and spiritual accompaniment,
having not resolved their own perspective on death.
Therefore, ongoing training and the humanized forma-
tion of critical care teams are essential.®¥

In Europe and later in Latin America, the criteria of
the Joint Commission on Accreditation of Health Care
Organizations were incorporated into the accreditation
of hospital quality, reinforcing the institutionalization
of ethical debates through ethics committees. These
committees have enabled progress on issues of dignity,

autonomy, and end-of-life care for patients admitted to
the critical care units of the most complex hospitals.®

In Chile, the prolongation of the dying process has
been influenced by the limitation of therapeutic effort
and the do-not-resuscitate order, concepts addressed
in Law 21375 and Law 20584. These provisions have al-
tered the relationship between patients and healthcare
teams, favoring the right of individuals to be treated
with greater dignity during their therapeutic journey,
to access comprehensive care, and to receive relief from
the suffering associated with a terminal or serious ill-
ness.(”

The concept of limitation of therapeutic effort has
evolved over time, as it is not limited to therapeutic ef-
fort alone but includes an adjustment to therapeutic ob-
jectives. Therefore, some authors have opted to use the
term “adjustment of therapeutic effort”.® Conceptually,
the limitation of therapeutic effort involves the with-
drawal or non-initiation of therapeutic measures be-
cause they are deemed useless or futile based on the
patient’s medical condition. In this sense, continuing
therapeutic measures would only serve to prolong bio-
logical life without the possibility of providing functional
recovery or a minimal quality of life.(¥) Moreover, in ter-
minal phases of the illness, it is a matter of discussion
when the focus of treatment has shifted from curative
to palliative, thus aiming to alleviate pain and suffering
and to maximize patient comfort without prolonging the
dying process. This should be done respecting the wishes
of the patient and the family and reasonably consistent
with the ethical, cultural, and clinical standards of each
country.® Therefore, the limitation of therapeutic ef-
fort seeks a proportional adjustment of treatment, re-
sulting from a deliberation between the patient and the
professional, based on a participatory and trustful re-
lationship as an expression of respect for the patient’s
personal dignity and humanity.t® Practically, it is con-
sidered a framework to guide the healthcare team during
the care process.™

From the perspective of the bioethical princi-
ples that underpin the limitation of therapeutic effort,
the following are key: fulfilling the goals of medicine,
avoiding unnecessary harm and suffering, allowing
a peaceful death, respecting the patient’s values and
wishes, maintaining the proportionality of therapies,
and seeking rationality in the use of resources based on
the principle of justice.? Thus, the proportionality of
therapeutic effort always refers to a specific clinical sit-
uation, which should result from extensive deliberation
by the medical team, always leaving open the possibility
of reconsideration.®

One of the implications of limiting therapeutic ef-
fort is the restriction of a patient’s admission to an in-
tensive care unit. Attempts have been made to define
criteria for limiting the admission of patients who will
not benefit from this decision, considering the need
for active monitoring, the reversibility of the pro-
cess, and the impossibility of performing the necessary
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treatment outside of this unit.®» Thus, decision-making
in this regard responds to the patient’s conditions not
only physically but also their consciousness to partici-
pate, as much as possible, in these decisions. Therefore,
the criteria to consider must be both technical and eth-
ical. These decisions are not exempt from moral con-
flicts, especially since they must take into account that
it is most likely that the decisions will be made by fam-
ily members of patients at risk of death.* Technical
criteria are related to the probability of survival and the
benefits of using advanced technology to maintain pa-
tients with less suffering and better quality of life. In
this sense, international experience has linked a “good
death”®» with the use of the order to limit therapeutic
effort within the first 48 hours of the patient’s admis-
sion. Therefore, the process must be clearly recorded
and documented in the medical record. This includes
justifying the indication and documenting whether the
family is aware of such a decision and if they agree with
it or not. Additionally, there is a medical obligation and
moral duty not to abandon the patient during the dying
process, ensuring the necessary measures for well-be-
ing, care, analgesia, and sedation, ensuring the absence
of physical or psychological pain.®>

On the other hand, the “do-not-resuscitate” order
is an advance directive in which a physician instructs
the healthcare team not to initiate cardiopulmonary
resuscitation in a patient if their heart stops or if they
cease to breathe.(617

It is a topic related to human dignity, patient rights,
the dying process, and it requires interpersonal commu-
nication skills with the patient, team, and family. The
limitation of therapeutic effort is justified from a per-
spective of justice (avoiding futility), non-maleficence
(avoiding therapeutic obstinacy), beneficence (respect-
ing the dignity of the individual), and patient auton-
omy (respecting their own or their family’s will).t® In
the decision not to resuscitate, the ethical principles of
therapeutic proportionality, the exercise of responsi-
ble freedom, and the inviolability of human life acquire
special preeminence, given that such determination re-
sults in the certain, unavoidable, and immediate death
of the person affected by a cardiopulmonary arrest.®
In this scenario, the patient’s advance directive must be
respected, although it is not always possible for all pa-
tients to want to discuss this possibility, and the same
may occur with the family. Likewise, physicians con-
sider discussing this issue with the patient and family
challenging, as it may alter the physician-patient rela-
tionship and diminish hope for the family.® Another
sensitive aspect is the privacy with which this issue is
handled, considering that the codes adopted to commu-
nicate the order to limit therapeutic effort to healthcare
personnel should not be decipherable to other patients.
In this regard, health personnel education becomes es-
sential to address this situation, respecting the con-
fidentiality and dignity of the dying process of every
patient.(?®

Therefore, the aim of this study is to delve into,
from a qualitative approach, the bioethical aspects ex-
perienced by the healthcare team when they receive the
indication to limit therapeutic effort and the do-not-re-
suscitate order. It is hoped that this will contribute to
the informed discussion among healthcare teams, fo-
cusing on patient-centered care and the patient as a
subject of rights.

METHOD

An exploratory study was conducted from an interpre-
tative paradigm and qualitative approach. The sample
was intentional, consisting of healthcare professionals
and technicians (physicians, nurses, physiotherapists,
and nursing technicians) working in the critical care
units, internal medicine hospitalized units, and emer-
gency department of a high-complexity hospital in the
southern region of Chile. These units are characterized
by providing care to patients at life-threatening risk, so
it is common for these teams to use cardiac monitoring
technology, respiratory assistance, catheters, and other
advanced medical technologies, and to face end-of-life
decisions. The hospital management was consulted for
the number of staff working in these units, and vol-
untary invitations were sent to service heads so that at
least 20 people per service could participate. They fa-
cilitated contact with their teams, receiving a posi-
tive response from 20 informants per unit. However, in
the emergency department, four of the voluntary staff
subsequently declined to participate, resulting in a to-
tal sample of 56 subjects. The interview period extended
over six months during the year 2023.

Inclusion criteria considered members of teams
engaged in direct patient care activities, with at least
one year of experience in one of the services of interest.
The data collection technique was through semi-struc-
tured interviews, using a script with four guiding ques-
tions, including: “What do you understand by limitation
of therapeutic effort, do-not-resuscitate order, and
their relationship with end-of-life care and the con-
cept of a good death for patients?” This allowed guiding
the course of the interview to deepen the study’s objec-
tives and give greater emphasis to emerging themes.
Data collection began once the evaluation and approval
of the Scientific Ethics Committee of the University of
La Frontera, recorded in minutes No. 67/23, along with
written authorization from the management of the in-
stitution where the research was conducted, were
obtained.

The interviews were conducted in a room within
the same hospital, and COVID-19 prevention proto-
cols were observed. The average duration of the inter-
views was 67 minutes, with a range of 45 to 90 minutes.
The interviews were consented with physical record-
ing, and a digital recorder was used for voice recording.
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Additionally, field notes were taken to record any ob-
servations that would aid in the subsequent interpreta-
tion of the data. Transcription was done faithfully, and
a storage file was created with anonymized interviews
and the assignment of an informant code “ID” accom-
panied by a sequential number. Finally, manual analysis
was opted for due to the lack of access to software with
avalid license.

The credibility criterion considered triangulation
by cross-referencing data between the principal re-
searcher and secondary researchers, who contributed
to interpretation, had experience in qualitative studies,
and provided feedback for greater reflexivity based on
commitment and interest in the subject. Saturation was
achieved, as once the emerging categories were estab-
lished, it was possible to identify similarities and scarce
new information among the informants. Similarly, while
the results are from a single hospital, the similar char-
acteristics in the training of healthcare professionals in
our country may possibly yield transferable results to
other critical care teams in other hospitals in Chile.??

This is a qualitative content analysis, following the
qualitative approach of Bardin.®» It was conducted as
follows: a) a pre-analysis phase where categories were
identified, b) a second phase of analysis projection, and
c) a third phase where data were analyzed logically and
inductively to meet the study objectives. The pre-anal-
ysis was independently performed by the principal in-
vestigator and collaborators. All possible categories that
progressively emerged as a result of the different rounds
of datareading were listed. In the second phase, thematic
categories considered substantive were identified, both
due to the content trend and the importance associated
with the objectives. Finally, in the third phase, the re-
searchers chose to prioritize certain categories, as many
were properties or characteristics of others. In sum-
mary, the emerging thematic categories were: a) risk of
violating patients’ rights when using the “do-not-re-
suscitate” order and “limitation of therapeutic effort”;
b) gap in the interpretation of the legal framework; c)
ethical conflicts in end-of-life care; and d) efficient care
or holistic care in patients with terminal illness.

RESULTS AND ANALYSIS
Sample characterization

A total of 56 healthcare professionals and technicians
(physicians, nurses, physiotherapists, and nursing
technicians) from critical patient, medicine, and emer-
gency services were interviewed. They had varied years
of experience, with an average age of 37 years (Table 1).

Risk of violating patients’ rights when
using the “do-not-resuscitate” order
and limitation of therapeutic effort

Informants mention that there is a common use of these
orders in the studied units; however, there are varia-
tions in how the team interprets and implements them
in clinical practice. In this sense, most mention that the
do-not-resuscitate order is a literal order, meaning that
patients with this indication should not receive car-
diopulmonary resuscitation measures due to their ad-
vanced overall compromised state.

“In the event that the patient goes into cardio-
pulmonary arrest, they will not receive cardiopul-
monary resuscitation, they will not be intubated if
needed, or anything like that. No resuscitation. This
does not mean that they will not continue to receive
their treatment as appropriate, their nutrition and
everything, until their last breath.” (ID 34)

On the other hand, when faced with the indication of
therapeutic effort limitation, they mention that while
they understand the medical context that justifies it,
there are difficulties in deciding how to act appropri-
ately with the patient:

“I thought it was the same, when they limit it and
in the end, they don’t resuscitate. What the differ-
ence is, I couldn’t say.” (ID 4)

Table 1. Sample characterization. Talca, Chile, 2023.

Characteristics of the Number of | Average age Average
informants informants years of
Critical Medicine Emergency | experience
patient unit

Technicians 20 38 6 9 5 10.5
Nurses 18 35 7 5 6 9.0
Physiotherapists 8 34 4 2 2 9.8
Physicians 10 | 3 4 3 14.6
Totals 56 - 20 20 16

Source: Own elaboration.
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“When we are instructed to limit therapeutic
efforts, it is mostly about limiting invasive ther-
apies or procedures when the patient’s prognosis
is poor and it really reaches a ceiling. For exam-
ple, there may be supportive measures, but we are
no longer going to innovate with other things. So
there is a limitation in terms of activity. Well, for
us here, sometimes it creates a bit of a problem,
I think it’s interpretative. Sometimes, the person
indicating it as well, what do we really want in the
end? Do we want to maintain the patient, do we
want to remove some supportive measures? And
I think there are interpretation problems there
because sometimes one shift limits it, and then
suddenly the other doctor indicates other things,
so maybe there is a need to come to an agreement
on these things.” (ID 37)

At a global level, the literature mentions that the ap-
plication of such terms generates practical and ethical
complications because there are a large number of al-
ternative semantic expressions.?? Furthermore, these
orders are commonly associated with the acronyms
DNR (do-not-resuscitate) or TEL (therapeutic effort
limitation), which are widely used alongside other ac-
ronyms among healthcare personnel and can lead to
misinterpretations, thus implying the possibility of er-
rors in the execution of the instructions,®® especially
among less experienced staff. Another relevant aspect is
that therapeutic decisions related to prognosis and pa-
tient management are the responsibility of physicians,
and in the case of nurses or other healthcare profession-
als involved in carrying out the do-not-resuscitate and
therapeutic effort limitation orders, they do not always
participate in deliberations regarding the most advis-
able and beneficial aspects for the patient, which may
affect mental health problems when executing the or-
der. However, there is an increasing trend towards con-
sulting the entire team, which undoubtedly contributes
to enabling the entire team to better cope with these in-
structions.(9:24

In this regard, the main obstacle for healthcare
teams is to correctly interpret the instructions, which
can influence actions to ensure that patients die with
dignity and comfort. Beyond the standardization of ac-
ronyms, knowledge about end-of-life care, and becom-
ing familiar with the legal framework of each country
are fundamental to reduce the risk of error and pre-
vent the violation of patients’ rights.®» According to
the American Nurses Association,® supporting end-
of-life patient decisions should be done consistently
with their preferences and values, and it is related to a
proper understanding of the medical terminology used.
Therefore, the use of acronyms, abbreviations, and ini-
tials with the patient and family should be discouraged,
as they often lead to communication problems.

When asked about the benefits of therapeutic ef-
fort limitation for end-of-life patients, the interviewed

individuals associate it with improved quality of life,
comfort, death with dignity, and not abandoning the
patient. These ideas underpin the benefits for pa-
tients of using therapeutic effort limitation in order to
not prolong persistent physical suffering that serious
and terminal illnesses can cause these individuals.®
Additionally, while the use of these instructions in crit-
ical patients causes moral distress and strong emotions
that are difficult to manage for professional teams,®®
participating in care planning, along with improving
the end-of-life condition of these patients, brings peace
of mind to clinical teams under the idea that they have
acted doing everything possible for the patient:

“If the patient is conscious, they are afraid of feel -
ing pain, they are afraid of feeling suffocated. So,
for me, regarding symptoms, it means that they
don’t have to feel that. And regarding the emo-
tional part, it is also about being accompanied,
not going through this process alone. Also, if the
patient has the desire to see people they haven’t
seen in a long time, fulfilling those last wishes
that are feasible, that is what having a good death
means to me.” (ID 16)

“If one does the utmost to ensure they have a good
death, one leaves more peacefully. That is a les-
son, because sometimes, due to certain circum-
stances, it is not achieved. Whenever one passes
through afterwards, one thinks, ‘I could have
done this, I could have done that,’ it gives you
more confidence for when there is a plan, that
gives you an experience in achieving a good death
for patients.” (ID 6)

When asked about end-of-life care, the informants as-
sociate it with holistic care and support, emphasizing
the importance of caring for all human dimensions -
physical, psychological, and social - at this stage:

“End-of-life care is about providing comfort to
the patient. Especially in terminal illnesses, pain
management, family support, psychiatric and psy-
chological care, especially for the relatives.” (ID 9)

Regarding palliative care, this is associated with pro-
viding care for terminally ill or cancer patients. At this
point, special mention is made of pain management,
comfort, and companionship, very similar to end-of-
life care. However, the informants identify patients
who, due to their illness, are experiencing a more pain-
ful agony:

“Palliative care is, for example, for oncology
patients who are already very complicated with
their illness, their condition. It’s about providing
them with the necessary medications so that they
don’t have much pain, giving them their medi-
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cations, like good end-of-life care, that’s what
I understand as palliative care. It’s about the
patient reaching their last day in a way, without
pain, and peacefully.” (ID 4)

The care of patients with painful terminal illnesses,
such as cancer, deteriorates the patient’s quality of life
and affects their family environment. In these cases,
pain refers not only to physical perception but also to
suffering associated with psychological distress, loss
of social activities, and family grief. The study con-
ducted by Parra et al.?” in a pediatric oncology ser-
vice described the significant role played by the family
in pain management as a multifactorial process. Along
with the constant accompaniment of the family to chil-
dren, authorization from them is required for analge-
sic treatment to prevent physical suffering due to their
heteronomous condition. Other studies have described
the importance of the personal element, as each human
being experiences their pain process differently. At this
point, the informants use the concept of “patient com-
fort” to refer to any activity that promotes comfort, pain
control, and meaningful patient and family support. The
review by Zaman et al.*® on dying well is consistent with
the findings of this study, emphasizing that the termi-
nal patient should die in their preferred place, with pain
relief and without psychological distress, with emo-
tional support from loved ones and autonomous deci-
sion-making, when possible, and avoiding prolonging
life by limiting futile interventions.

Pain is one of the most mysterious human experi-
ences; the physical suffering of terminal patients is also
associated with psychological and spiritual suffering,
which is experienced personally and whose meaning is
a matter of ongoing debate in society. Some groups find
spiritual meaning in suffering, which strengthens hu-
man dignity, while for others, suffering is senseless and
detracts from human life’s dignity.®® What is clear is
that suffering is associated with the condition of sen-
tient beings, exposes our vulnerability, and disrupts the
well-being of the person experiencing it.6® Based on
this, the healthcare team must understand what mean-
ing and significance the terminal patient has given to
their own pain, how much they are willing to tolerate,
and at what point they will require medication support
to cope with it.

For the interviewees, both end-of-life care and
palliative care involve alleviating the terminal patient’s
pain and suffering. This aligns with the literature em-
phasizing the importance of healthcare teams advo-
cating for a dignified death, providing pain relief, and
adequate comfort conditions. Additionally, the need for
good communication is emphasized, especially with
family, friends, and other significant figures, to pro-
vide psychological and spiritual support when the pa-
tient requires it.

Gap in the Interpretation of the Legal
Framework

Interviewees mention that the legal framework in Chile,
which regulates end-of-life care and terminal illnesses,
is insufficient to have adequate care protocols, while
other team members are unaware of the legal frame-
work regulating these cases. Additionally, coercive as-
pects of the law are mentioned, as adequate attention is
not given to this group of patients.

In this sense, there are knowledge gaps regarding
the legal aspects regulating these issues, a matter that
requires urgent attention as it limits professional action
and jeopardizes the exercise of patients’ rights.

“I think that, firstly, this limitation of therapeutic
effort and the order of non-resuscitation crosses
a boundary between the medical and the legal,
because when one strictly observes how the lim-
itation of therapeutic effort is implemented, each
country must have legislation on the matter, and
Chile does not have it. So everything is left to the
discretion of the team caring for the patient. So I
think we should unify criteria, create a ministerial
protocol that will be applied to have a national
uniformity of criteria and there would be no doubt
about this.” (ID 53)

This knowledge gap regarding the legal framework reg-
ulating end-of-life care within the healthcare team is
complex. The existing sanitary normative framework
is the result of a social and democratic debate in which
healthcare professionals must participate and stay in-
formed, as they play fundamental roles as providers and
caretakers of patients.>3% Furthermore, these laws are
operationalized through technical guidelines, which
guide the decisions and actions taken by the team. For
example, Law 21375 enshrines palliative care and the
rights of individuals suffering from terminal or se-
vere illnesses, shaping the Universal Palliative Care
Technical Guidance.®* These guidelines should be in-
corporated into the lex artis, which corresponds to the
set of best practices based on scientific evidence that
should guide professionals and healthcare establish-
ments at a national level.?

Other studies conducted in Chile have also high-
lighted gaps in bioethical knowledge. For instance,
Reyes et al.6» found that 76.6% of specialist physi-
cians in a hospital had a deficit in knowledge regard-
ing informed consent, thereby compromising patient
autonomy. Additionally, Strickler et al.’sG® study on
bioethical knowledge in emergency units describes dif-
ficulties in applying bioethical knowledge in clinical
practice among physicians and nurses.

According to Caro,®” “assuming end-of-life care
as a public policy grounded in bioethical principles
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and current regulations should be: appropriate, avail-
able, accessible, educational, and implemented in the
healthcare system”.6” This poses significant chal-
lenges for decision-makers and those responsible for
healthcare administration to advance continuous train-
ing of healthcare teams in ethics and legal aspects as-
sociated with healthcare. In Chile, there already exists
an important regulatory framework that addresses end-
of-life care, which is also included in the basket of ser-
vices of the Explicit Health Guarantees (GES). This set
of norms began in 2012 with the approval of Law 20584,
which regulates the rights and duties of individuals
concerning actions related to healthcare. Nationally,
this marks a significant advancement in the therapeu-
tic relationship between the physician and patient by
introducing the right to autonomy in decisions related
to their health-disease process, replacing the principle
of beneficence that determined the paternalistic thera-
peutic relationship for a long time.®» Subsequently, Law
21375 was enacted, which enshrines palliative care and
the rights of individuals suffering from terminal or se-
rious illnesses, aiming to provide greater dignity to the
trajectory of suffering from a critical and/or terminal
illness in individuals.®

Ethical conflicts in end-of-life care

The main ethical conflicts identified in the study relate
to the patient’s age and the therapeutic effort to sustain
life: being elderly is considered a criterion that influ-
ences the decision to limit therapeutic effort.

The patient’s age and the therapeutic effort to
sustain life.

The interviewed individuals acknowledge that age is a
factor present in the healthcare team’s reflection when
debating whether to limit therapeutic efforts in a pa-
tient. The literature on this topic mentions that in in-
tensive care units, age and the quality of life that can be
offered to the patient after a critical period, along with
their chances of survival, are relevant elements for de-
ciding to limit therapeutic efforts. This generates dis-
cussion, as studies conducted in intensive care units
globally mention that age is an independent factor of
poor prognosis.® Maintaining or withdrawing end-
of-life care interventions depends primarily on the pa-
tient’s medical condition and the high probability of
death, lack of response to therapy, severity, and poor
outcome in terms of quality of life, and not on age.¢?
The literature review conducted by Aratjo et al.“® de-
scribes that older people mostly receive unfair treat-
ment, as they are denied access to diagnostic tests and
treatments by the healthcare team, which is solely asso-
ciated with their advanced age. They also report receiv-
ing inadequate treatment and violence from the team,

who use inappropriate language and transfer the re-
sponsibility of their care to their families, even though
their mental state allows them to maintain autonomy.
This demonstrates that ageism is strongly institution-
alized and affects decisions and opportunities to main-
tain functionality and a better quality of life for older
people. This unfair treatment is a form of structural
ageism that leads to poor living conditions for older
people, reaffirms discrimination by younger popula-
tions, and reduces opportunities to remain active until
their autonomy is limited.%

“There are patients who are elderly, patients with
multiple comorbidities, whose quality of life may
have already deteriorated, and it is easier to face
that they are reaching the end of life due to the
natural course of their multiple diseases, where it
can be faced a bit, the outcome is more expected.”
(ID 48)

“A young patient is more difficult to limit, not to
resuscitate, you understand? Whereas a patient,
I don’t know, because sometimes you encounter
patients who are 100 years old, it’s like, it’s the
law of life, I mean, no, no, let’s not do, what’s it
called? Oh, I forgot the term. When you do more
than you should, medical overtreatment.” (ID 57)

Order to limit therapeutic effort and the dilemma of
feeling that this action causes harm to the patient

The informants mention that once life-sustaining mea-
sures are withdrawn, it becomes essential to maintain
basic care for the comfort and well-being of the patient.
However, they hint that they feel uncomfortable carry-
ing out this order. This is consistent with the study con-
ducted by Velarde et al.“», where nurses who executed
the order to limit therapeutic effort felt that they were
not only withholding treatment from the patient but
also contributing to their death. The interdependent re-
lationship that nurses develop with their patients fos-
ters deep emotional bonds that can lead to negative
emotions in the face of end-of-life actions or limit the
ability to psychologically cope with the death of these
patients. According to Sprung et al.,® professionals
should receive adequate training to achieve a certain
level of competence in caring for terminally ill individ-
uals, becoming experts in decision-making, ethical and
practical aspects, while respecting the patient’s view-
point according to their culture and beliefs.

“A patient cannot die because you didn’t aspi-
rate them or because a tracheostomy tube got
blocked because you didn’t aspirate it. So that’s
not correct. We need to be vigilant about changes
in position, for patients who are bedridden, the
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idea is not to let them deteriorate further and add
another pain or require plastic surgery. It doesn’t
make sense to keep deteriorating the patient and
spending resources. Essentially, the goal is for
the patient to maintain all possible minimal and
quality care.” (ID 41)

“But there are some ethical elements that concern
me, for example, the permeability of the airway.
The patient may have a do-not-resuscitate order,
but I cannot allow the direct cause of their death to
be asphyxiation, for example. I would probably be
providing palliative care at that moment.” (ID 34)

Efficient care, or holistic care in patients with
terminal illness

Some of the informants expressed feelings of frustra-
tion regarding the investment of time, resources, and
costs associated with the care of a patient who later re-
ceives an order to limit therapeutic efforts and dies.

“The people who work here feel that investment
of time could be lost. It could be, I don’t know, that
accompanying or being there has no value or that
it will be a waste of time compared to what we
could do with other people.” (ID 32)

“It’s quite frustrating sometimes that one day we
see the patient with everything, we culture them,
intubate them, give them last-line antibiotics,
and then days later they come and take everything
out, and you’ve lost all the work you did the day
before, because the other doctor said, I mean, it’s
not limited, don’t do anything to them, and they
make you work extra.” (ID 41)

“No exams, it’s a resource that is wasted. I've
never really thought deeply about it because it’s
not my decision. But yes, I would remove every-
thing, everything.” (ID 24.)

Studies on critically ill patients are categorical in estab-
lishing that the costs associated with care are high and
depend on the type of medical technology used, sup-
plies, and hours of personnel dedicated to the patient.
@3 Therefore, questioning the use of resources in a pa-
tient who later dies often responds to the principle of
justice, as the goal is to benefit the greatest number of
patients. From this perspective, taking futile actions to
sustain the life of a patient with a poor prognosis is not
only a misallocation of resources but also constitutes

therapeutic obstinacy and prolongs unnecessary suffer-
ing. The dilemma in this case is being able to know when
to use resources and when they no longer contribute to
the patient’s well-being, as all lives are important and
require fair and dignified treatment.“4

On the other hand, efficiency from an ethical per-
spective is an instrumental value because, according
to Gracia Guillén,“> it appeals to economic rationality
concerned with the cost/benefit of actions, a character-
istic of Western civilization that relies on material and
utilitarian considerations. Therefore, feeling frustra-
tion and mentioning that “resources were lost” when
caring for a person who later dies would correspond to a
form of “instrumentalized care,” probably unconscious
and learned, since individuals do not have a price but
dignity. In this sense, Campbell%® mentions that dy-
ing well from a cultural and holistic perspective should
consider four aspects: the place of death, companion-
ship, the cause of death, and the way of facing death.
Therefore, concern about the use of resources should be
addressed in the context of ensuring patients die well.

The Law 21375 establishes palliative care and the
rights of individuals suffering from terminal or severe
illnesses, and in Article 4 it states, “the protection of
the dignity and autonomy of individuals suffering from
a terminal or severe illness always entails respecting
their life and considering death as part of the life cy-
cle”.©® Regarding this, literature on the professional
attitude towards a patient’s death is scarce. The study
by Morales et al.“” described some nurses’ attitudes of
indifference towards patients’ deaths, so as not to be
emotionally affected. The authors related this to “ac-
cepting one’s own death, caring with much more free-
dom, which can translate into assuming responsibilities
for personal and professional growth, and allows for a
greater meaning of life”.“? However, this practice of
showing indifference towards death may also reveal dif -
ficulty in facing the dying process, gaps in training, and
arisk of conveying wrong messages to students who are
often impacted when they have their first experiences
with death.“® On the other hand, death is a vital experi-
ence that, according to Sprung et al.09, requires patient
and family-centered care, not only to focus on allevi-
ating symptoms of the illness, preventing or relieving
physical suffering, but also to treat people with dignity
and address their needs holistically, providing physical,
psychological, social, and spiritual care according to the
preferences of the patient or family.

The holistic approach to care considers the interac-
tion between the patient and their family as relevant for
maintaining emotional bonds and socialization until the
end of life, avoiding social isolation, and also promotes
psychological and spiritual support.®“9
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The advance directive of the patient to limit
therapeutic efforts or the decision of others?

At this point, the healthcare team values the principle of
patient autonomy, with family substitution taking pre-
cedence over decisions made by the physician:

“That the person’s right is done, to know that the
health team will not do anything if something
happens to them, perhaps it is a right of that per-
son, right? Perhaps that person has the right to
know their condition of not resuscitating or their
condition of therapeutic limitation. Perhaps that
person should know.” (ID 34)

“I believe that as a team, we have to know and
consider the perspective of the family, consider
the perspective of the patient, and not make the
decision for them ourselves.” (ID 40)

“The do-not-resuscitate order is an indica-
tion based on the patient’s clinical condition, but
sometimes it’s also defined by the patient them-
selves and stated in the medical record.” (ID 53)

“I believe that the family should also be involved,
or what the patient wants should be considered
because there are patients who are very alert, who
are very oriented in time and space, and who are
aware of their situation and are able to make a
decision about what they want, but here the clini-
cians don’t have a clear concept, and therefore the
fact of a do-not-resuscitate order means not giv-
ing them support. So that’s wrong. And I’ve seen it
alot.” (ID 55)

The healthcare team values the principle of patient au-
tonomy and family substitution over decisions made by
the physician. Based on this principle, the patient has
the right to grant or deny their will to undergo any treat-
ment that artificially prolongs their life, without preju-
dice to maintaining ordinary supportive measures. For
the correct exercise of this right, treating professionals
are obligated to provide complete and understandable in-
formation in an environment of respect and support.®
However, there is a certain paternalistic approach when
the patient is young, which is a minority among doc-
tors and nurses, that predominates over autonomy, ex-
pressing affection, concern, protection, compassion,
and sadness, with feelings of powerlessness, and/or in-
creased anxiety and uncertainty. This, at times, encour-
ages decision-making by the team without considering
the patient’s opinion, or without comprehensively in-
forming them about their prognosis and management.
One way to deal with this paternalistic approach to care
is education, as it improves patient autonomy regarding
the “do not resuscitate” order, as well as survival rates
and quality of life.»

Decree 41 is a regulation that complements Law
21375 and regulates the conditions and manner in which
palliative care is provided to individuals with terminal
or serious illnesses. There, the declaration of a termi-
nal or serious illness allows the individual to subscribe
to an advance directive before the relevant authorities,
which will contain their vital decisions for the event that
they cannot express their will or preferences, which in
any case, will have as a limit not to artificially acceler-
ate the dying process. Likewise, they may request vol-
untary discharge, which can also be requested by the
proxy appointed by the patient or their relatives. As are-
quirement of this law, establishments must provide in-
formation intended for the general population about the
rights of individuals with terminal or serious illnesses
described in Law 21375 and Law 20584, which regulates
the rights and duties of individuals in relation to actions
linked to their healthcare and also describes patient care
safety.? According to Motta et al.,*» safe care implies
compliance with standards and protocols regarding pa-
tient safety, quality of care, and the right to dignified
treatment, among others, considering also that another
relevant dimension is safeguarding privacy, consider-
ing that death is an intimate, private, and personal act.

CONCLUSION

In understanding the limitation of therapeutic effort,
there is recognition of dissonance and heterogeneity
between the concept and practice, aiming to provide a
response to a dying process that is respectful and dig-
nified, generating information to avoid therapeutic ob-
stinacy and increase end-of-life decisions in a timely
manner, with clinical and bioethical foundations, re-
flecting the exercise of prudence.

The conceptualization of limiting therapeutic ef-
fort and the do-not-resuscitate order addresses moral
issues related to the proportionality of measures, prior-
itizing the dignity and benefit of the patient. However,
there is a lack of consensus and conceptual clarity,
which can lead to the violation of patient rights and
moral distress among healthcare teams. The situation
calls for clear understanding, precise guidelines regard-
ing patient autonomy, with adequate information, pro-
fessional competence, and ongoing training.

Regarding end-of-life care and palliative care, var-
ious nuances and perspectives on the topics are ob-
served, not only due to personal experience but also due
to a lack of training in bioethical and legal issues related
to end-of-life care.

It is recognized that clinical and ethical responsi-
bility falls on the physician, but the strength of the deci-
sion may depend on the participation and deliberation of
the entire healthcare team, the patient, and their fam-
ily, generating ethical challenges regarding the creation
of consensus and processes for providing information,
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maintaining confidentiality, supporting families, and
respecting patients’ advance directives.

Regarding the limitations of this study, due to re-
source constraints, data interpretation was not dif-
ferentiated between technicians and professionals;
however, in a subsequent study, it would be possible to
consider this comparative analysis. Additionally, the
sample was selected from the hospital where one of the
researchers works; therefore, it would be important to
expand the second part of the study to a larger number
of hospitals.

Finally, it is possible to adhere to the recommenda-
tions of the Worldwide End-of-Life Practice for Patients in
Intensive Care Units (WELPICUS),® which reached con-
sensus on global end-of-life practices for intensive care
units, with the participation of multidisciplinary teams.
This should serve as a basis for proposing training, de-
liberation, new approaches, and adaptations to estab-
lish the best end-of-life care practices.
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